Group Captain Douglas Bader (London): Now that the Dean of Windsor has blessed and approved the meeting I think that we all feel a bit better. I have not come to give a talk but merely to introduce the subject. For a lot of us the point is that disability has a very wide range, from people who are called disabled and are not, to people who really are handicapped and need assistance. Lord Rosenheim has covered most of it in saying that what people want to know is what to do, what they can expect if they have something wrong with them. So far as my disability or disabilities of fellows like myself who have lost a limb are concerned, this is the easiest one of the lot.
People minus an arm or a leg can hardly count these days as being disabled. I say that deliberately. It depends on how you have lost it and what the conditions are, but for the most part the ordinary chap minus a limb is the least disabled of all. We have here today people like Lady Masham, and there are many others, who have shown that they are going to continue leading a normal life, whether from a wheelchair or with some other contrivance which enables them to get about. Like Lady Masham, many people have contributed a great deal more since becoming disabled than they would have done had they not had the problem themselves. One of the real problems is that when you get a disability, you may prove to yourself that it does not mean a thing, but then you have to convince other people. It is the other people who matter and once you can convince them you are back to normal.
Baroness Masham of Ilton (House ofLords, London SWI)
The Psychological and Practical Aspects of Sex and Marriage for the Paraplegic When young people have a sudden injury involving the spinal cord they often become paraplegic or tetraplegic. When they realize that they will remain paralysed for the rest of their lives, neither feeling nor moving from their lesion down, their whole lives seem to disintegrate around them, leaving a gaping vacuum of despair.
Increasing leisure time also means increasing spinal injuries. Road and diving accidents head the list of spinal injuries, especially those involving the cervical spine. Three out of the five of us who sit in Parliament in wheelchairs were injured when riding.
Without the encouragement and inspiration from others who have similar afflictions, a complete and comprehensive rehabilitation seems very difficult. I have seen some of the appalling results in patients who have been treated in general wards where their psychological and physical needs have not been understood. If there is not a spirit of hope, and skilled staff specially trained to cope with spinal injuries, I cannot envisage a progressive future for these patients.
To nearly every young person, with a few exceptions such as nuns and priests who will already have come to terms, sex is an important aspect of life.
When a person becomes disabled it is not only the patient who must readjust, but the rest of the family. If it is a young husband or wife who remains healthy, he or she will want to know what the marriage prospects will be. If the doctor in charge can answer the questions and give useful suggestions this will help to overcome periods of crisis. I would like to quote from an article on 'Sex and Handicap' from New Society (11 May 1972) : 'Of all the problems that disabled people come up against in their dealings with society, our attitudes to their emotional and sexual needs are probably least discussed of all. We talk increasingly of offering physically handicapped people as "normal" a life as possible and as long as we stick to exhortations about community care or job opportunities, it's a good enough yardstick. But when it comes to offering opportunities for emotional and sexual expression we prefer to duck.'
In recent years with group practices and the tendency of family doctors not to visit the home, the doctor/patient relationship seems more distant. But I am delighted, in recent months, to detect increasing interest from the medical profession. Not long ago a consultant told me of his concern about how his patients, many of them paraplegics due to spina bifida, would fare in their developing lives. This symposium is an encouraging signperhaps the time will come when the needs of the disabled will be introduced into the training ofmedical students.
Nowadays a great deal of after-care is passed on to ancillary staff. But on such important and intimate subjects as sex instruction I think the doctor should take personal responsibility.
Serious consideration of the subject of sex and marriage for the paraplegic has only come to the surface in the last few years. More and more interest is being expressed, on a wider scale, and internationally, in this particular aspect of the rehabilitation of paraplegics. I have attended lectures on the subject in Dublin and Heidelberg, and I know how varied are the views. I think all would agree that each case should be considered individuallythe private thoughts and attitudes of the paraplegics and their partners will so much depend on their emotional make-up.
The widespread belief that patients with severe injuries of the spinal cord are completely and permanently impotent and infertile is not true. Females have certain advantages in that their procreative ability is usually unimpaired. With modem early treatment in specialized units the many serious complications which previously precluded female paraplegics from having children can be avoided. As a result, a large majority of female patients so treated are capable of sexual intercourse and pregnancy, followed by successful delivery of a healthy child. Female patients may miss a few menstrual periods immediately after the injury; the majority re-establish normal menstruation. With the exception of those whose lesion is in the cervical spine, the very great majority of female paraplegics are quite able to go through a full pregnancy without major difficulties, provided they are adequately supervised.
Many women lose the ability to have orgasm, but often retain the facility of sexual pleasure from breast stimulation or other forms of lovemaking. A paraplegic woman who has not become pregnant after some time ofmarried life and wishes to do so, should I think be investigated first as a woman and then as a paraplegic woman. Spontaneous intercourse is difficult, as preliminary emptying of the bladder is advisable. The bladder in many paraplegic women is one of the most difficult things to control, and one must find a husband who will accept its unpredictabilityas one must oneself. There is no doubt that one derives fulfilment from having successful intercourse with one's partner. Being a paraplegic is sometimes an extraordinary experience. It is difficult to define where reality ends and imagination begins. For a woman to be wanted and used is rewarding for, in giving, one receives satisfaction. The paraplegic male seems to have more sexual problems. A very large number of paraplegics achieve good erections, and a smaller number also ejaculate. Therefore many are capable of normal married life and parenthood. The majority of patients with high cord lesions have good erections though perhaps no ejaculation. It is sometimes possible to improve this problem by special methods such as the intrathecal neostigmine test. Many with lesions below L4/5 have both erections and ejaculations and can, therefore, have a normal sexual life. Those with lesions above about T1O usually have spontaneous erections but not psychic control; they can often, though by no means always, satisfy a marriage partner in the matter of intercourse. Many with lesions between T1O and L4 have neither erections nor ejaculations.
When the male has incompetent sexual function as regards both erection and ejaculation, and can no longer adopt a dominant role, he must remain relatively passive, with the normal female partner taking the more active role. This must have psychological importance. As far as is known libido is frequently unimpaired, and where there is marked impotence there must be a great deal of frustration. But some paraplegics manage to develop other ways of having close contact with the female sex. Eyes can be used to great advantage. The men themselves get great pleasure in looking at and taking out pretty girls. If the men are unselfish they will get satisfaction in giving the girls pleasure, even if they themselves cannot get the same amount.
To establish a happy and workable relationship between one disabled and one non-disabled partner in a marriage requires great understanding and consideration by each for the other, if the marriage is to succeed.
Some paraplegic and tetraplegic husbands will want to try every possible means of becoming a father and will willingly undergo the intrathecal neostigmine test to assess their potency and fertility. This test can also be used for artificial insemination. Patients should be warned about the undesirable side-effects which can occur.
Many paraplegics and tetraplegics marry. A great many of the men with high lesions seem to marry physiotherapists or nurses. Many of these couples do not succeed in producing children but with the help of the broader minded adoption societies have adopted them. This has given great joy and fulfilment to many such couples who, as long as they have a suitable home, preferably with a garden and a car, have no more problems than any other family, except for the usual extra expenses due to their disability (e.g. wear and tear on carpets, clothes, &c.). With the Abortion Act, wider use of the contraceptive pill, and more unmarried girls keeping their babies, there are now far fewer babies for adoption. In the last few years this has become a very real and heartbreaking fact for many married couples who long to bring up children whom they can love and call their own. This latest problem will only accentuate the need for the whole question of sex in the paraplegic to be adequately explored. There seems to be great scope for further investigation and I hope that some person one day, while undertaking research on the spinal cord, will find a way of joining it. This I think is most likely the inner hope of every paraplegic and those who are closely involved with them. Until this time comes I hope people in a position to do so will help those paraplegics and tetraplegics who need advice and treatment so that they can develop and use themselves to their full potential. Dr Monnica Stewart (Edgware GeneralHospital): When I was a student I had no teaching whatsoever on sex and therefore to have helped a paraplegic with sex problems would have been difficult. We want to get the basic things taught first. Is this being taught now in medical schools? Is there any teaching of medical students on family planning matters or anything else?
Lord Rosenheim: There is much more free discussion now than there ever was, certainly when I was a medical student.
Dr F W Graham (London): I am a psychiatrist and a tetraplegic. I have a great interest in these problems, personal and professional. All the speakers have been very much alive to the psychological problems involved in rehabilitation. This has been lost sight of, or has not come into prominence until recent times. It can be a crucial factor in many instances of rehabilitation. Most of those who do well in rehabilitation do quite well with the programmes organized in the various rehabilitation institutions. But sometimes people do not do as well as might be expected, and the psychiatrist is of considerable value in keeping an eye on the proceedings so as to pick out those who do not do well.
Depression following the onset of disability is often overlooked by those caring for the patient. Instead of being faced and worked through, the depression is buried and has a long-lasting effect. We should realize that loss of any function or loss of the capacity to pursue a former interest has a profound effect. Only those who have experienced this themselves really know what it is about. What are we going to do about it? The hope lies in alerting people, particularly general practitioners, to these problems and giving them special training, particularly for those problems to which Lady Masham referred so clearly, the problems of marital difficulty, sexual difficulties and so on; because it is the general practitioner to whom patients must look for most of the guidance in this important sphere.
Unidentified speaker: I am an occupational therapist and I started a group of married couples where one partner is incapacitated. I am appalled that a number of them have never had any help from their GP or consultant, and some of them have been disabled for up to five years. They have never had any discussions about their sexual problems. Of the five married couples none had any sexual relations at that time and it was something they were discussing for the first time. I think that GPs should make more of an effort to talk to people about this. Dr Keith M Townend (Pill, Bristol): As a general practitioner I was particularly interested in this matter of sexual relations, sexual intercourse and the interplay between man and wife. It seems to me that we are up against a very much bigger problem than is commonly supposed, not least because of the long institutionalization involved in whatever measures are taken to establish or re-establish the normal working and life pattern of disabled people. This leads to troubles. It is not just general practitioners who are in the dark about this, although quite clearly we are.
A patient of mine who is 36, with three children, had a cranial injury five years ago, leaving him with severe disability but apparently normal sexual potential. He went to an assessment unit and was assessed in another place for rehabilitation. He had intermittent relationships with his wife in the sense that the hospital decided to remove her at times and reinstate her at other times. I was loath to refer the patient for vasectomy, but it was clear that together with his joblessness, which would continue, he had great difficulty in communication and very little in the way of physical effectiveness in life, and he would have the increasing frustrations of disability without being able to express himself in any way. Vasectomy was performed a year ago, but intercourse has not been satisfactory to date. I am humbled by those who have spoken from personal knowledge. I came here today particularly to discover something from the lay people. We do not talk enough about this in the medical profession. I welcome any light that can be thrown on it so that we may know our part better as general practitioners.
Mr Duncan Guthrie (National Fund for Research into Crippling Diseases): I should like to draw attention to an excellent book about the sexual problems of the disabled: 'Life Together' by Inger Nordqvist (1972, Swedish Central Committe for Rehabilitation, Bromma, Sweden).
Lady Masham: Stoke Mandeville Hospital is experimenting with an injection into the spine which stimulates a man so that he can eject semen. This is still very much in the early stages of experimentation. Many of the men who are married are absolutely desperate and will do anything. There are risks involved; there needs to be much more research. The trouble is that like most hospitals in the country, Stoke Mandeville Hospital has such a load of ordinary work that it has to get its patients through as best it can and back into their homes. There is a lot more work on treatment and symptoms and on investigation which is not carried as far as it could be. More money is needed for research and to have people undertaking this work specially.
Dr M Agerholm (Banstead Place Rehabilitation Centre, Banstead, Surrey): Everyone says that there is a great lack of information among general practitioners and social workers. This is something of which I have a lot of experience in counselling people. I find that they do not get counselling on sex or contraception and the problems of having children. There are a lot of spastic and other disabled people who wish to get married and they have a great deal of difficulty in getting sensible rather than prejudiced advice. Some are already in residential homes and they are not 'getting advice. Even muscular dystrophy families have great difficulty in getting sensible advice, about whether daughters who are carriers should be sterilized. There is a great need for some central, sympathetic bureau which will advise.
Mr Maurice G Speed (Department of Social Services, Cheshire County Council): Is it accidental that sex is not discussed very often in connexion with the dis-abled? It seems that there are certain things that we expect of disabled people, that they shall have tremendous spirit, be prepared to overcome disabilities, that they shall be more ambitious, have more aggression and so forth, but we do not expect them to enjoy life so much. It is part of the puritanical attitude. That is what seems to lie behind it. One has seen the sense of shock in a residential home for the handicapped if there is the suggestion that very severely handicapped people should marry. We have to face this and change this public attitude. We expect too much for the little we offer. The Impact of Physical Disability
The force of physical disability is felt by the person who experiences it, the professions which are involved in its care, and the community in which it occurs. To the patient disability means just that: he is no longer able to do what he did before in quite the same way, through some limitation of function of some part or system. Because we are talking about people, though, we must consider also the effects of disability on the mind, which shares the impact of the disability with the body and has a major part to play in the restoration of functional ability.
The extent to which functional ability is regained depends on the nature of the catastrophe, the character of the person affected, the work he does and the extent to which he has an object in life which would be impossible to achieve unless he makes the necessary extra effort. Success is proportionate to his confidence in himself and in others, to his personality and, perhaps, to his faith.
An influencing factor may be the extent to which the onset of disability can be predicted by the patient, or by others on his behalf. The road accident which takes place without any warning may cause a lifetime's disability in an instant. The patient's problems begin at their most acute. On the other hand the prospect of disability may be discerned afar off, the black shadow of approaching blindness or the silence of deafness.
Here the patient has time for both concern and adjustment; help can be given to him, as it were, in advance of the disability, and this is where the caring professions first come in.
Within medicine the first responsibility in the sudden onset disability rests with the casualty services, from the policeman to the orthopedic surgeon. Secondarily it falls on the general practitioner and it remains with him. Predictable disability, however, may be mitigated by early treatment, and diagnosis at the first possible moment is essential. Here the general practitioner is wholly responsible. By early diagnosis he must ensure that others have optimal material on which to work. Proper management will necessarily involve specialist work by others, he must choose the right specialist for the condition, and one who is 'appropriate' to the patient, and he must do so at the right stage.
The responsibility of the specialist is not as straightforward as might at first appear. Whatever his specialty his objective should be the functional result rather than the result in survival terms. The surgeon must in his turn pass to his supporting services a patient who can obtain maximum benefit from their skills. This presupposes that the specialist will have the supporting services he needs. He may not always appreciate that their contribution to the restoration of function may be as great as his. In the end it is his responsibility to ensure that special therapiesspeech, occupational, physio and the restare developed in step with his own work.
On discharge from hospital the disabled person is back in the care of his family practitioner, for the long-term support he will need while regaining maximum performance. There may be a period of outpatient hospital attendance for special therapy not yet available elsewhere, but sooner or later the patient is on his own, with his family doctor as the first person to whom he turns in need. It is important, therefore, that the doctor becomes and remains up to date in new developments in the management of disability. He may himself initiate research into new resources or the deployment of advances made by others. He cannot help his patient to the full unless his opportunities are realistically taken.
The special therapies have, of course, a special place in patient care. Whether they can do their best work in the hospital context or in that of the community and home has yet to be determined. Assumptions are made that the hospital is their proper base. These may arise from expediency, namely that therapists fit conveniently into an administrative structure. The reorganization of the NHS to which we are looking forward will, we hope, make our care of the disabled even more effective.
The activities of the Department of Health and Social Security represent one aspect of the involvement of the community as a whole in the problem of severe disability. Local authorities, voluntary agencies, even learned societies all have a part to play, together with Government, in ensuring that
